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TAMARA THURN, M.A.,1 MONIKA BRANDSTÄTTER, M.A.,1 VERONIKA FENSTERER, M.A.,2
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ABSTRACT
Objective: Several interventions have been developed during recent years to support informal
caregivers of palliative patients. However, these trials reported low enrollment rates. Employing
a newly developed group intervention, existential behavioral therapy (EBT), one study reported
that only 13.6% of approached informal caregivers participated. The purpose of our present
study was to identify the reasons for this low enrollment rate in order to improve future support
designs.
Method: All participants in the EBT trial (intervention vs. standard-care control group) as
well as those who declined participation during a 4-month recruitment period were studied
prospectively over 12 months. Andersen’s behavioral model of healthcare service use was
employed to identify group differences between acceptors and decliners: predisposing (age,
gender, education, family status, relationship), enabling (social support, distance to hospital,
caring vs. bereaved), and need factors (psychological distress, quality of life) were evaluated in a
binary-logistic model.
Results: Some 94 decliners were compared to 160 EBT participants (n ¼ 81 intervention,
n ¼ 79 control). Caregivers who took part were significantly more distressed and suffered from a
lower quality of life compared to decliners. Not only these need factors but also predisposing (age
,55 years) and enabling (use of social/professional support, familiarity with caregiving
institution) factors were associated with EBT utilization. At the 12-month follow-up, EBT
intervention participants reported greater quality of life improvements than decliners or
controls ( p ¼ 0.05). While all groups had mean anxiety scores below the cutoff at 12-month
follow-up, decliners showed better improvement in anxiety compared to EBT participants
(intervention p ¼ 0.04, controls p ¼ 0.03).
Significance of results: On average, decliners are less burdened: they may be more resilient,
may have better coping strategies, or already have a sufficient support network in place.
Screening caregivers with regard to their experienced quality of life and targeting those in need,
especially younger caregivers with low levels of quality of life, may help to allocate resources
more appropriately.
KEYWORDS: Informal caregivers, Palliative care, Utilization, Behavioral model of healthcare
service use, Caregiver interventions
BACKGROUND
Informal caregivers of palliative patients are close
friends, relatives, and partners who have a signifi-
cant relationship with and provide assistance to a
patient with a life-threatening, incurable illness
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(Applebaum & Breitbart, 2013). Informal caregivers
experience intense emotional burdens: self-ratings
and standardized interviews show that about 30 to
50% suffer from psychological distress (Pitceathly &
Maguire, 2003). Increased levels of depression and
anxiety have also been reported (Chentsova-Dutton
et al., 2002; Pitceathly & Maguire, 2003).
The authors of a Cochrane review observed that
only a few interventions for informal caregivers
have been developed, and they are often without a so-
lid theoretical background and do not show long-term
intervention effects (Candy et al., 2011). A more re-
cent systematic review found that the number of in-
terventions is increasing but that evaluation of
their methodology is still lacking (Applebaum &
Breitbart, 2013).
Existential behavioral therapy (EBT) was devel-
oped in order to address these issues. It is based on
cognitive behavioral and existential psychology.
This novel intervention has been evaluated in a ran-
domized controlled trial, where improvements in
both quality of life and depressive symptoms were ob-
served up to one year after completion of EBT (Fegg
et al., 2013).
Questions about values, mindfulness, and accep-
tance have been integrated into the “third wave” of
cognitive behavioral therapy (Hayes, 2004). In ad-
dition to these essential improvements, EBT includes
an existential perspective to meet the needs of infor-
mal caregivers in their confrontation with death,
hopelessness, questions of meaning, and reorienta-
tion toward life (Yalom, 1980).
After developing a treatment manual and conduct-
ing a pilot study, EBT treatment effects were evalu-
ated in a randomized controlled trial assessing the
quality of life and psychological distress of informal
caregivers. The intervention comprised six sessions
(22 hours total) (Fegg et al., 2013):
† First meeting: becoming acquainted and intro-
duction to mindfulness.
† Second meeting: death, bereavement, and mind-
fulness.
† Third meeting: activating resources and finding
meaning.
† Fourth meeting: self-care and stress manage-
memt.
† Fifth meeting: personal values for (re-)orien-
tation.
† Sixth meeting: saying goodbye and new steps.
The details of this intervention are described else-
where (Fegg et al., 2013).
Existential behavioral therapy was designed to
support relatives continuously through the processes
of caring to grieving (Benkel et al., 2009; Field et al.,
2007). Because almost half of the patients died
during their stay at the palliative care unit (average
treatment period: 10 days), the majority of relatives
(77.4%) were already grieving when the intervention
began. Comparable to previous studies, the rate of
EBT enrollment was low, with only 13.6% of approa-
ched relatives taking part (range of enrollment in the
literature: 2.4–30%) (Cherlin et al., 2007; Harding
et al., 2004; Bergman et al., 2010).
This highlights the fact that further studies are
needed to investigate the factors that influence utiliz-
ation of mental health prevention and treatment pro-
grams in palliative care (Wills & Gibbons, 2009).
Their findings may provide ideas for better design
and implementation of interventions that would
lead to improved acceptance (Harding et al., 2004).
There are two main perspectives in research on
mental healthcare service utilization to explain
help seeking and to analyze the “complex array of
psychological, social, and demographic factors” influ-
encing a distressed individual’s decision to utilize
services (Henshaw & Freedman-Doan, 2009, p. 420).
The health belief model (Rosenstock, 1966), a so-
ciocognitive approach, explains preventive health be-
havior as a result of a rational decision-making
process. This model proposes two groups of variables
influencing utilization of healthcare services: (1)
readiness to act and (2) belief regarding the relative
beneficial value of an available action/intervention.
Readiness to act is defined by an individual’s per-
ceived vulnerability to a particular health problem
and the perceived seriousness of this problem. Beliefs
regarding the relative beneficial value of utilizing
healthcare services are based on a cost/benefit analy-
sis. The model proposes that people are most likely to
utilize healthcare services when they: (1) believe
they are at high risk (perceived susceptibility), (2) be-
lieve that it is a serious problem with severe conse-
quences (perceived seriousness), (3) believe that the
intervention will be effective (perceived benefits),
and (4) perceive few barriers to service utilization
(perceived barriers). All variables are thought to be
influenced by such sociodemographic characteristics
as age, gender, and education (Henshaw & Freed-
man-Doan, 2009).
Andersen’s behavioral model of healthcare service
utilization, based on a structural approach, was devel-
oped to analyze factors associated with utilization of
healthcare services (including inpatient care, phys-
ician visits, and psychological support) (Andersen,
1995; deBoer et al., 1997; Phillips et al., 1998). Accord-
ing to this conceptual model, use is determined by in-
dividual characteristics, environmental influences,
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and the interaction between internal and external
factors (Andersen, 1995). The model postulates
three factors representing individual determinants
of utilization:
Predisposing factors (e.g., age, gender, race,
health beliefs, sociocultural environment) define
a person’s willingness to seek help. Female gender,
younger age, and higher education, for example,
seem to be associated with a higher level of psycho-
logical help seeking (Toseland et al., 2002; Cherlin
et al., 2007; Dhingra et al., 2010).
Enabling factors (e.g., family support, social sup-
port, access to health insurance, one’s community)
describe aspects that may facilitate access to servi-
ces. For example, informal support from one’s so-
cial network or familiarity with professional
support systems may enhance the likelihood of uti-
lizing psychosocial support (Toseland et al., 2002).
Need factors (individually perceived and actual
need for healthcare service): higher distress or im-
pairments are often associated with higher levels
of service use (deBoer et al., 1997; Cherlin et al.,
2007; Bergman et al., 2010; 2011). Need variables
are considered to be the most immediate determi-
nants for utilization of support (Andersen, 1995;
deBoer et al., 1997; Bergman et al., 2010).
We chose Andersen’s model as a theoretical frame-
work for our study due to several reasons. First, the
behavioral model of healthcare service use is more
commonly applied in a wide range of research (An-
dersen, 2008) and has been employed to explain
and predict health behavior and help seeking in be-
reavement (Bergman et al., 2010; 2011), caregivers
for dementia patients (Toseland et al., 2002), chronic
illness (deBoer et al., 1997), and treatment of mental
problems (Dhingra et al., 2010). Moreover, the behav-
ioral model was specifically developed for analyzing
factors associated with utilization of healthcare ser-
vices and can be used to integrate a wide range of in-
dividual as well as contextual variables (e.g., access
to informal support sources or provider-related vari-
ables) associated with decisions to seek help.
Aim
Our study aimed to (1) identify the characteristics of
EBT utilization with respect to the behavioral model
of healthcare service use, (2) explore individually gi-
ven reasons for declining support during the EBT
trial, and (3) analyze whether participants and decli-
ners differ in their long-term (12-month) psychologi-
cal distress and quality of life (QoL).
METHODS
Design and Participants
Our study had a prospective longitudinal design with
two assessments (baseline and 12-month follow-up).
Inclusion criteria comprised being a relative of a pal-
liative care patient (life expectancy 6 months ac-
cording to the patient’s physician), being at least 21
years of age, and having a sufficient knowledge of
German. The exclusion criterion was a severe mental
illness that would adversely affect the ability to give
informed consent (e.g., dementia, delirium, acute
psychosis). Two palliative care units and a radiation
oncology department in Munich took part. The EBT
sessions were held at one palliative care ward. Infor-
mal caregivers were approached as soon as possible
after their ill relative was admitted to the palliative
inpatient facility either by phone or in person to in-
form them about the EBT trial. They were given writ-
ten and oral information by a member of our research
group on the format (group format, led by a psycho-
therapist) and duration (six sessions) of the interven-
tion, as well as about the content of each session.
They were informed that the intervention was new
and being currently evaluated. Caregivers were in-
formed that if they were interested in participating
they would be randomly assigned to either the inter-
vention or control group, and in either case would be
asked to complete several questionnaires. Care was
taken to make this clear from the onset. In addition,
help was offered to find alternative support, if de-
sired. During a four-month period (April to June of
2010), all caregivers who declined participation in
the EBT trial were asked to take part in the current
study. Their data were compared to all relatives
who were enrolled in the EBT trial and were ran-
domly assigned to either the intervention or stan-
dard-care control group (Fegg et al., 2013). The
ethics committee of the Ludwig–Maximilians–Uni-
versity Munich approved our study.
Questionnaires
Caregivers received a self-administered question-
naire assessing their sociodemographic information,
their relationship to the patient, how often they re-
ceived support (from family, friends, doctors, nurses,
psychologists) during the prior four weeks (number
of talks to a provider), the time spent providing care
per day (in hours), and how intense they rated the
pain of the patient (range 0–10). As pain is one of
the most distressing physical symptoms at the end
of life, we decided to focus on this core physical symp-
tom (Oechsle et al., 2013). Data on patients’ age, gen-
der, and time of death were also collected. The
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distance from the home address of the caregiver to
the EBT venue was calculated using Google maps.
The Brief Symptom Inventory (BSI) was employed
to assess depression, anxiety, and hostility (Derogatis
& Melisaratos, 1983). Previous studies showed that
caregivers scored particularly high on these sub-
scales (Chentsova-Dutton et al., 2002). Raw scores
were transformed into gender-specific t values (t 
60 being clinically relevant). Quality of life was recor-
ded using the Satisfaction with Life Scale (SWLS)
(Diener et al., 1985) and a numeric rating scale
(QoL–NRS, range 0–10 on “How is your quality of
life at the moment?”).
The reasons for declining were collected with
open-ended questions and coded a posteriori into
six categories (see Table 1). The categories were de-
rived from two studies examining the reasons for
not using bereavement services or support groups
for caregivers (Cherlin et al., 2007; Gage & Kinney,
1995).
Statistical Analyses
Statistical analyses were carried out employing
PASW Statistics 18.0 for Windows. The (two-tailed)
significance level was set at a ¼ 0.05.
Student’s t and x2 tests were utilized to examine
group differences (RCT participants: intervention
and controls vs. decliners). A hierarchical binary-
logistic regression based on the behavioral model of
healthcare service use was applied to test utilization
or decline of support. The predictors were categorized
into three groups (predisposing, enabling, and need
factors), which were entered consecutively into the
analysis. Multiple regression models (adjusted for
baseline values, age, gender, relation to the patient,
time of death, and use of other support) were applied
to examine the long-term effects on psychological dis-




Some 190 caregivers declined to participate in the
EBT trial during the study period, while 94 decliners
agreed to participate in the utilization study (in-
clusion rate, 49.5%; see Figure 1); 78 of these care-
givers also completed the 12-month follow-up
(dropout rate, 17.0%). The decliners were compared
to all EBT trial participants (n ¼ 160; intervention:
n ¼ 81, controls: n ¼ 79).
Reasons for Decline
The reasons for declining are summarized in Table 1.
Differences Between Participants and
Decliners at the Time of Decision
Participating caregivers were about five years younger
than decliners; this corresponded to the age of the
patient (Table 2). No differences were found regarding
gender, education, employment, or relationship to the
patient. EBT participants were more likely to be care-
givers, and EBT decliners were more likely to be re-
cently bereaved. Caregivers who felt that the patient
suffered from greater pain were more likely to partici-
pate. No differences were found in terms of time spent
providing care per day. A trend was observed indicat-
ing that decliners were living further away from the
EBT venue compared to participants. Furthermore,
relatives of patients being treated at the palliative
care ward where the EBT sessions were held were
also more likely to participate. EBT participants
sought support more often from friends and psycholo-
gists during the previous four weeks.
Psychological Distress and Well-Being
Table 3 shows that EBT participants (intervention
and controls) were significantly more distressed
(BSI) and reported lower QoL at baseline compared
to decliners.
Behavioral Model of Healthcare Service Use
Figure 2 depicts the results of the binary-logistic re-
gression for utilization predictors, which explain
40.1% of the overall variance. The regression steps
are all significant, indicating that the predictors
(predisposing, enabling, need factors) sufficiently
discriminate between participants and decliners.
The model correctly identifies 75.7% of caregivers
as participants or decliners.
Caregivers who were younger, had a lower QoL,
used more sources of social and/or professional sup-
port, or whose patient was treated at the palliative
Table 1. Reasons for not using EBT (n ¼ 84)
Personal Reasons 64.3%
Other support available 29.8%
No support needed 25.0%
No group setting wanted 14.3%
Other 10.7%
Intervention does not fit oun needs 4.8%
Logistic Barriers 50.0%
Lack of time 32.1%
Place/date of session unfeasible 29.8%
Other 9.5%
Note. Multiple responses were possible.
Thurn et al.760
https://doi.org/10.1017/S1478951514000546
Downloaded from https://www.cambridge.org/core. UB der LMU München, on 28 Nov 2018 at 16:03:00, subject to the Cambridge Core terms of use, available at https://www.cambridge.org/core/terms.
care unit where the EBT sessions were held were
more likely to participate in the EBT trial.
Longitudinal Analysis
Table 3 indicates that decliners were less distressed at
baseline than the EBT intervention and control group.
Comparing changes between baseline and 12-month
follow-up (adjusted for baseline values and other con-
founders; see Table 4), anxiety was 3.97 and 4.36
points more reduced in decliners (compared to inter-
vention and controls, respectively). With regard to
QoL–NRS, the intervention group improved by 0.82
points more than decliners. Decliners showed stron-
ger improvements in anxiety compared to the inter-
vention and control group. We did not find any
interaction effects between group (decliners, interven-
tion and control group) and bereavement status.
DISCUSSION
Despite experiencing intense emotional and psycho-
logical burdens, only some informal caregivers of pal-
liative patients access mental healthcare services.
This may lead to “chronification” of existing distress
(Pitceathly & Maguire, 2003; Vanderwerker et al.,
2005; McNamara & Rosenwax, 2010). Other factors
contributing to chronification may include the ex-
perience of additional stressors/life events, multiple
losses, or insufficient coping strategies and preexist-
ing psychological disorders. Ambivalence regarding
support and time-organizational barriers may also
hamper service utilization (Harding & Higginson,
2001; Payne, 2010).
The behavioral model of healthcare service use
provided the framework for identifying barriers and
promoters of EBT utilization. Younger age was a pre-
disposing factor, enabling factors included social and
professional support already being received as well
as familiarity with the caregiving institution, while
the need factors were QoL impairments.
Although no significant gender differences were
found in utilization behavior, the majority of partici-
pants were female. This corresponds with other
studies on psychological support utilization (Addis
& Mahalik, 2003; Galdas et al., 2005). Also consistent
with previous research, younger caregivers were
more likely to participate (Cherlin et al., 2007), while
older adults might have more negative attitudes
toward seeking help for emotional problems (Segal
et al., 2005). Participants were in their mid-fifties,
with almost two thirds being the spouse/partner
of a palliative care patient. Employment status (in-
cluding retirement) did not influence these results.
Another study offering support groups in the after-
noons reported enrollment differences for employed
and unemployed caregivers (Harding et al., 2004).
EBT sessions, however, were held in the evenings to
enable employed caregivers to take part.
EBT groups were conducted at one palliative care
department, with informal caregivers being recruited
from two other institutions in the same city; familiarity
with the venue as well as distance from the caregiver’s
home were further predictors of EBT utilization.
Fig. 1. Flowchart displaying the recruitment process of study participants (decliners and EBT trial participants).
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Table 2. Sample characteristics of EBT participants (n ¼ 160) and decliners (n ¼ 94)
EBT Participants EBT Decliners Test Statistics p
Informal Caregivers
Age (years) 54.4+ 13.1 59.3+ 13.2 t 5 2.86 0.01
Gender (female, %) 70.3 67.0 x2 ¼ 0.29 0.59
Education (%) x2 ¼ 1.51 0.22
Lower (without graduation, secondary school only) 54.4 62.4
Higher (A-levels or university degree) 45.6 37.6
Employment (%) x2 ¼ 0.08 0.77
Employed (full/part time) 51.9 50.0
Unemployed (including homemaker, retired) 48.1 50.0
Social and professional support (%)a
Family 82.3 78.0 x2 ¼ 0.62 0.43
Friends 82.3 63.4 x2 5 10.48 0.01
Doctor 53.2 46.3 x2 ¼ 1.01 0.32
Nurse 29.1 23.2 x2 ¼ 0.97 0.33
Psychologist 35.4 15.9 x2 5 10.11 0.01
Time spent providing care (hr/day) 7.3+8.4 7.1+8.4 t ¼ 20.80 .94
Asked to participate in EBT (%)
Before death of patient 47.8 31.9 x2 5 6.08 0.01
After death of patient 52.2 68.1
Caring institution (%)b
Where EBT sessions were held 63.3 34.0 x2 5 20.21 <0.001
Other institution 36.7 66.0
Distance to venue (km)c 19.8+23.1 40.5+102.3 t ¼ 1.93 0.06
Palliative Care Patients
Age 63.3+ 12.5 69.9+ 12.9 t 5 3.95 ,0.001
Gender (female) (%) 53.2 48.9 x2 ¼ 0.50 0.48
Patient is . . . (%)
Spouse/partner/child 63.7 59.3 x2 ¼ 0.70 0.40
Other (parent, other relative) 36.3 40.7
Intensity of paind 6.4+ 3.2 4.8+ 4.0 t 5 22.75 0.01
Note. Bold ¼ significant results.
aSupport used at least once during the previous four weeks.
bPalliative care department that held the EBT sessions vs. other institutions (another palliative care ward, a radiation
oncology department; all in the same city).
cDistance from caregiver’s home to EBT venue.
dCaregiver assessment range: 0 (no pain) to 10 (most intense pain).
Table 3. Psychological distress and quality of life of EBT participants (n ¼ 160) and decliners (n ¼ 94) at baseline
M+SD t p
Psychological distress
Depression (BSI) Participants 64.7+ 10.0 4.33 <0.001
Decliners 58.0+ 12.6
Anxiety (BSI) Participants 59.8+ 12.2 2.18 0.031
Decliners 56.0+ 13.7
Hostility (BSI) Participants 59.3+ 10.5 3.31 0.001
Decliners 54.6+ 10.8
Quality of life
Satisfaction with Life (SWLS) Participants 3.8+ 1.3 –5.06 <0.001
Decliners 4.7+ 1.3
QoL numeric rating scale (QoL–NRS) Participants 3.7+ 2.1 –6.32 <0.001
Decliners 5.6+ 2.5
Note. Bold ¼ significant results.
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Compared to decliners, EBT participants (inter-
vention and controls) had significantly higher levels
of psychological distress (BSI depression, anxiety,
hostility) and significantly lower QoL (SWLS, QoL–
NRS) at the time of enrollment decision. Due to their
increased distress, participants might search for
more help from social and professional sources. Seek-
ing help often starts with friends and family; if this
turns out to be insufficient, professional support is
requested (Barker & Pistrang, 2001).
At the 12-month follow-up, decliners were again
less psychologically distressed and experienced bet-
ter QoL compared to EBT participants. Changes
during the one-year period pointed to the fact that
caregivers receiving EBT treatment showed the
strongest improvement. In the longitudinal analysis,
the intervention group reported higher QoL improve-
ments than decliners at follow-up. Decliners showed
stronger improvements in anxiety compared to the
intervention and control group. Bereavement status
did not influence these anxiety improvements.
Though the differences were statistically significant,
distress levels for both decliners and EBT interven-
tion participants fell within a normal range (i.e.,
not pathologically elevated) 12 months later (t ,
60). Untreated controls, however, still had clinically
relevant depressive symptoms. Again, this shows
their increased distress and support needs.
In summary, it is notable that caregivers who did
not want to utilize EBT were still well adjusted at
follow-up. These findings imply that utilization
behavior might be a self-selection process in which
distressed relatives are more likely to seek support
and benefit, particularly from psychological
interventions (Kissane et al., 2006; Toseland et al.,
2002). It may be helpful to screen informal caregivers
for psychological distress and quality-of-life impair-
ments. In addition to the instruments used in
our study, the Hospital Anxiety and Depression
Scale (Zigmond & Snaith, 1983) and the Distress
Thermometer (Weiss & Holland, 2007) have been
successfully applied in other contexts. Following
the screening, psychological support could be targe-
ted at particularly burdened relatives.
Fig. 2. Behavioral model of healthcare service use: hierarchical binary-logistic regression model. OR ¼ odds ratio; CI ¼
confidence interval. Outcome: utilization of EBT (0 ¼ decliner, 1 ¼ participant). Predictors: gender (0 ¼ female, 1 ¼
male); education (0 ¼ lower level, 1 ¼ higher level); family status (0 ¼ without relationship, 1 ¼ in a relationship/mar-
ried); occupation (0 ¼ unemployed, 1 ¼ employed); relation to patient (0 ¼ other relation, 1 ¼ patient is partner/child);
institution (0 ¼ patient treated at other institution, 1 ¼ patient treated at EBT venue department); distance ¼ between
caregiver’s home and EBT venue (km); death (0 ¼ patient deceased before EBT recruitment, 1 ¼ patient deceased after
EBT recruitment); support ¼ number of sources of social and/or professional support used during the last four weeks;
BSI ¼ psychological distress (composite score of the BSI subscales); SWB ¼ subjective well-being (composite score of
QoL–NRS and SWLS). *p , 0.05, **p , 0.01. ***p , 0.001.
Existential behavioral therapy for informal caregivers 763
https://doi.org/10.1017/S1478951514000546
Downloaded from https://www.cambridge.org/core. UB der LMU München, on 28 Nov 2018 at 16:03:00, subject to the Cambridge Core terms of use, available at https://www.cambridge.org/core/terms.
Table 4. Linear regression analyses of long-term changes in psychological distress and quality of life (n ¼ 187): EBT participants compared to EBT
decliners (intervention vs. decliners // control vs. decliners).
M+SD CI
Baseline 12 Months D12M-Baseline B Low High p
Depression (BSI)
Intervention 66.0+9.4 58.9+10.0 27.2+10.2 20.75 24.27 2.76 0.672
Control 62.6+10.6 61.5+10.4 21.0+10.8 3.37 20.04 6.78 .053
Decliners 56.2+11.8 55.0+11.8 21.2+8.5
Anxiety (BSI)
Intervention 61.1+12.7 53.7+ 11.6 27.4+ 13.2 3.97 0.13 7.81 0.043
Control 58.3+ 10.9 52.8+ 11.3 25.5+ 10.6 4.36 0.52 8.21 0.026
Decliners 55.8+ 13.1 49.0+ 12.1 26.8+ 11.7
Hostility (BSI)
Intervention 59.2+11.5 54.4+10.5 –4.8+11.7 1.86 21.70 5.41 0.304
Control 59.0+9.1 53.4+10.5 –5.5+10.6 1.04 22.54 4.61 0.569
Decliners 54.3+10.5 51.4+11.4 22.9+9.6
SWLS
Intervention 3.8+1.3 4.4+1.1 0.5+1.1 0.15 20.25 0.56 0.449
Control 4.0+1.3 4.2+1.4 0.2+1.1 20.17 20.57 0.23 0.413
Decliners 4.8+1.3 4.9+1.3 0.1+1.2
QoL–NRS
Intervention 3.7+ 2.0 6.5+ 1.8 2.8+ 2.4 0.82 0.02 1.61 0.045
Control 3.8+2.3 5.4+2.4 1.7+2.5 20.22 21.01 0.58 0.586
Decliners 5.9+ 2.4 6.7+ 2.3 0.8+ 2.2
Note. Bold ¼ significant results. Univariate comparisons between EBT participants (intervention, controls) and decliners controlled for age, gender, relation to
patient (partner/child vs. parent/other), time after death of patient (before EBT intervention vs. after EBT intervention).
B ¼ regression coefficient, with positive values indicating higher, negative values indicating lower scores for the EBT participants (intervention vs. controls)
compared to EBT decliners.























ünchen, on 28 N
ov 2018 at 16:03:00, subject to the Cam
bridge Core term






Our study has several limitations. Due to logistical
barriers, we did not investigate all caregivers who de-
clined to take part during the full length of the EBT
trial. Furthermore, the generalizability of our results
is limited because only a specific support group was
investigated. About 5% of decliners indicated that
the offered intervention did not fit their needs, and
about 15% stated that they did not want to partici-
pate in a group setting. Thus, it seems important to
offer diverse forms of support, especially both the
group and one-on-one support options. At the time
of recruitment, a short description of the interven-
tion contents was provided to each caregiver. It is un-
clear, however, what associations these descriptions
elicited in caregivers. This may depend to a large ex-
tent on their personal experiences and attitudes. An
intervention targeting existential topics potentially
attracts a different subgroup of caregivers than an in-
tervention targeting information needs or practical
support. Additionally, with six meetings (22 hours
in total), EBT is a rather extensive support service
compared to intervention doses calculated in a re-
view (mean 7.5 hours; range 1.7–18 hours) (North-
ouse et al., 2010). More than 30% of decliners
stated that lack of time was one reason they did not
use EBT. The enrollment rates for other support ser-
vices indicate that shorter and/or more flexible inter-
ventions (e.g., home visits, phone calls) may be more
accessible for relatives of palliative patients, es-
pecially for those who provide care for a dying rela-
tive (Applebaum & Breitbart, 2013; Harding et al.,
2004). Utilization of EBT may also be confounded
by reservations about participating in a randomized
controlled trial (i.e., only a 50% chance to participate,
repeated questionnaires), although none of the decli-
ners in this study indicated this as a reason for de-
clining.
Future research could also address the underlying
sociocognitive processes (appraisal, attitudes) that
affect the decision to utilize or decline support. In ad-
dition, attitudinal barriers may inhibit utilization of
accessible support despite being required.
To enable distressed caregivers to use support,
they need information and knowledge about where
to turn for help (Toseland et al., 2002). Thus, pallia-
tive care providers should set as a high priority
implementing services for caregivers as well as im-
proving the availability and accessibility of support.
Familiarity with the service providers is a core pro-
moter of support utilization. Group support may
not always be feasible in a palliative care setting.
Though cost effective, it might be necessary to in-
itiate support quickly in a one-to-one setting; if the
patient is in his or her last days of life, waiting for
the start of the next group might be inappropriate.
Bereaved caregivers were also less likely to take
part in EBT groups, though no negative effects
were reported from a “mixed composition” of caring
and bereaved relatives (Fegg et al., 2013; Kögler
et al., 2013). In summary, interventions for care-
givers should be embedded into routine care in hospi-
ces and palliative care units at an early stage.
Furthermore, early integration of palliative care in
treatment of advanced cancer (Greer et al., 2013)
may be useful in identifying and targeting distressed
patients and their families in need of psychological
support services early on.
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